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To describe understandings that mothers and midwives have of ethnicity. To explore barriers to the successful implementation of ethnicity screening questions for sickle cell/thalassaemia.

Design
Observation of 121 first antenatal interviews between midwife and mother in four contrasting areas of sickle cell prevalence in England. Taped interviews with 111 mothers and 115 taped interviews with 61 different midwives. Fieldwork data from 76 preparatory workshops and liaison meetings.

Results
'Ethnicity' and 'family' are terms liable to variable interpretation. Both midwives and mothers implied belief in distinct 'racial' groups, disrupting scientifically accurate understandings of the relation between risk of sickle cell/thalassaemia and ethnic/family origins. Bookings were characterised by time pressures and a lack of explanation of sickle cell/thalassaemia. The mother was not permitted to self-assign ethnicity in 13 of 115 observed encounters.

Conclusions 
Antenatal screening for sickle cell/thalassaemia based on an ethnicity screening question is weakened by a range of factors. Some midwives use intuition to select/exclude clients from the screening questions rather than implement formal policy. The screening term 'ethnic/family origins' is vulnerable to varied interpretations by clients. The persistence of erroneous beliefs in 'racial' groups displaces correct understandings of the relation between ethnicity and risk of carrying genes associated with sickle cell/thalassaemia. Midwives require support in both in ethnicity awareness and knowledge of sickle cell and thalassaemia, and more time at antenatal bookings to administer the ethnicity screening question. A challenge to the continued prevalence of scientific racism in popular discourse is required.
Introduction

Ethnic inequalities in health have increasingly been documented in the UK (Smaje, 1995; Nazroo, 1997; Johnson, Owen & Blackburn, 2000) and a contested element of the ensuing debates concerns the relative merits of the categories that themselves construct the terms of the debate. In this paper we consider evidence in relation to antenatal screening and sickle cell/thalassaemia in respect of this debate.

Whilst rejecting the conception of distinct biological ‘races’, Bradby (1995) is critical of the sociological term ‘race’ for its failure to specify what is being problematized by the inverted commas, and proposes ethnicity as the concept of choice. Aspinall (1997) argues that, notwithstanding the appropriateness of self-identification of ‘ethnic group’, practicality suggests that categorization into a limited number of categories will be required. However, he criticizes the UK Census 2001 categories, for failing to break down the ‘white’ category satisfactorily, the use of pan-ethnic racial groups, and the lack of recognition of ethno-religious differences in the use of Indian sub-continent groups (Aspinall, 2000a). Much epidemiological research assumes that ethnicity provides a natural and fixed division between population groups (Nazroo, 1998; Nazroo, 1999) and uses the terms ‘white’ and ‘Caucasian’ unproblematically (Aspinall, 1998). The development of ethnic categories also needs to acknowledge the continually evolving phenomenon of ethnicity in a least three respects: inter-ethnic unions, the differential increases in groups with younger age-structures, and continued migration flows (Aspinall, 2000b).  This has led some to decry attempts to apply ethnicity as a universal category in health research (Bradby, 2003), preferring instead a reflection on the specific purposes for which the ethnic categorisation is to be used (Ahmad & Sheldon, 1993; Bradby, 1995; Aspinall, 2001). As for the race/ethnicity concept itself, Ellison (2005) argues that its use should be restricted to ascertaining the impact of discrimination, and that only under limited specified conditions should it be used as a proxy for an associated health factor. 










The study was conducted at four sites in geographical areas of England of varying expected foetal prevalence of sickle cell disease (SCD): very high (29.75 per 10,000 pregnancies); high (8.2); mixed (1.29) and low (0.18) (Zeuner et al. 1999). Six health care professionals undertook two days of preparatory training to ensure a consistent approach prior to conducting observations of the first meeting between the pregnant mother and her midwife (the “booking-in interview”). Written consent was obtained from the client for their participation in the trial, and from client and midwife for the observation and the interview. These six observers took hand-written notes on 121 booking-in clinics between mothers and midwives across the four areas, focussing on manner in which the mother’s ethnicity was determined, and any contextual features of the booking that affected this process. The booking-in clinics took place in GP surgeries, health centres, client's homes or hospital antenatal clinics. We could not use formal interpreters as our brief was to observe ‘routine practice’ and using professional interpreters for research would have been unethical in the majority of cases where this was a service denied to clients.

The observers used a brief checklist (place of booking, time taken for booking, ethnicity of mother, ethnicity of midwife, use of interpreter, whether the mother was invited to self-assign ethnicity) together with space for free text notes about the administration of the ethnicity screening question. Five two-day workshops were held for the observers and the other three members of the research team to discuss and analyse the data during and after data collection, and to validate the themes identified by the lead researcher in summarising the data. Separate taped interviews were conducted after the booking-in interview by the observer with the same midwife and mother previously observed. The interviews enabled the mother and midwife to discuss perceptions of ethnicity and of the ethnicity questions, and to explore the practical, conceptual and emotional issues involved in the encounters. 111 interviews with mothers and 115 interviews with 61 different midwives were conducted. 


[TABLES 1 and 2 here]. 


Midwives obtained usable ethnic information on all but one client. 63 of the mothers were White (English, Scottish, Welsh or Irish), 57 from minority ethnic groups with one Don't Know. 44 of the midwives were White (English, Scottish, Welsh or Irish) and 15 of the midwives were from ethnic minorities. 

[TABLES 3 and 4 here]  






Selectivity, Intuition and Rapport





Third, in six of 115 cases the midwife rather than the mother was observed to assign ethnicity. In a further seven instances relatives were observed to assign the client's ethnicity for her. Fourth, in 19 cases the mother did not speak English as a first language. Of these, midwives relied on relatives to interpret in 12 instances, on 'making do' in six cases, and on a formal interpreter on one occasion.

Midwives reported using intuitive cues such as skin colour to assess ethnicity. Furthermore, midwives were observed and/or reported not to probe ethnic/family origins if this were felt to threaten the midwife’s attempt to make mothers ‘feel comfortable’.

Box 1: Selectivity, Intuition and Rapport

A lot of people who are adopted look into their background but she hasn't. Her colouring was 'normal' but who knows (.) there might have been a holiday romance with a Greek waiter. [Midwife, Low Prevalence Area]









Midwives reported a lack of time to undertake bookings, and the researchers observed that in the low and high prevalence areas explanations about sickle cell/thalassaemia were not provided. 

Box 2: Time Pressures

Even with 20 minute slots for bookings, midwives had extra clients booked in for them in between slots. […] the test was just presented as a blood test (unspecified). Information was only given if the woman asked. [High Prevalence Area, Researcher Notes]

Hand-held (maternity) […] notes have ticks Yes/No. Midwife may try to get a simple answer. Example of an issue where the woman answered 'Yes' but midwife did not probe and moved on. [Low Prevalence Area, Researcher Notes]

All six observers commented that they had witnessed a great deal of good midwifery practice. First, all midwives observed successfully recorded hundreds of items of data based on professional-led concerns (eg woman’s family and obstetric history; clinical observations and explanations of professional procedures). Second, all midwives listened to and addressed women’s expressed concerns (the researchers listed 38 such issues, including diet, housing, family, and sexual relations). However, this woman-centred care was only achieved by routinising those parts of the booking that were felt by the midwife not to be of concern to the mother, including screening questions, precisely to create the space to attend to her expressed needs. 


Flexible Meanings of Ethnicity and Family

Mothers attached different meanings to the concepts of 'ethnicity' and 'family'. There was no consistency in whether or not 'ethnicity' was interpreted as meaning place of birth, place of upbringing, family, ancestors, or ethnic identity. 'Family' was interpreted in a social, rather than a genetic, sense so that a relative who had abused, or a father in prison, could be discounted as 'family'.

Box 3: Flexible Meanings of Ethnicity and Family

Woman born in Malawi […] wanted to say where she was from not that she was of Indian descent. [Mixed Prevalence Area, Researcher Notes]

One couple ticked White. Midwives see their ethnic/family origins as mixed but the people ticked as if it were their perception of their ethnic identity. [High Prevalence Area Researcher Notes]

I hadn't thought it meant like ancestors. I usually just tick white.
[…..] my grandfather was Italian and my husband's great grandfather was from Tobago, so it would be important for him wouldn't it? [Mother, High Prevalence Area]


Lack of Cultural Competency and 'Race-thinking'

Midwives and mothers used terms that would suggest that they were operating with of beliefs in distinct biological 'races'. Several midwives used the archaic term ‘Caucasian’,  pre-empted ethnic assignment by leading the respondent 'You're Devon born-and-bred aren't you?' , and would not ask the ethnicity question if the client ‘were obviously Caucasian, Devonian or whatever.’ Mothers took their 'White' ethnicity for granted (‘I am what I am’), struggled to see their ethnicity as anything more than ‘straightforward and boring’, whereas the ethnicity of others was considered to represent difference, or even to be exotic. Minority ethnic respondents were much more acutely aware of their own ethnicity, being more likely to conceptualise it in complex terms.

Box 4: Lack of Cultural Competency and 'Race-thinking'

I've never, ever thought about before. Erm, I just automatically assumed that all my ancestors were British or came from this country. [Mother, Low Prevalence Area]

R:  […] did you feel that there were some assumptions there about sickle cell and thalassaemia – you know she laughed when you asked, what's the ethnicity of your partner? And she said WHITE – did you pick up on that at all?
M:  Yes, I wouldn’t say that was about sickle cell/thalassaemia, I think that’s about ethnicity in general.  [Researcher and Midwife, Mixed Prevalence Area]

R: How do you feel about being asked your ethnic/family origins?
M: Don't know why ask, can see I'm white. It's not something that's going to affect me cos I've got white blood. [Researcher and Mother, High Prevalence Area]

Yes, um, I know she (the mother) does get a little confused anyway. She's slightly scatty. It's (Caucasian) obviously a term that she hasn't come across before. [Midwife, Low Prevalence Area]


Knowledge of Sickle Cell/Thalassaemia

In the low prevalence area, researchers observed in 23/25 cases the midwife either not provide or gloss quickly over information about the sickle cell/thalassaemia ethnicity screening question. The midwives confirmed to the researchers that this was because of both their lack of knowledge and lack of confidence in the issues. Midwives in all areas reported that when clients had some awareness of sickle cell/thalassaemia this enabled them as professionals to deal more effectively with the issue. 

Box 5: Knowledge of Sickle Cell/Thalassaemia
Midwives have a set patter, try to get it over with immediately, not confident to answer questions on sickle cell/thalassaemia [Researcher Notes, Low Prevalence Area] 







Selectivity, Intuition and Rapport

Some authors consider that the appropriate approach in ethnic data collection is for the answer given by the client to be the one accepted for records (Aspinall, 1997; Johnson, 2001). This is because, as well as being unethical, observer-assignment may produce errors as high as 25% in some groups (Bulmer, 1996). The mother was invited to self-assign her ethnicity in the majority of the antenatal bookings, but not in thirteen cases observed. This undermines informed consent as well as being a possible source of screening errors. If a mother does not know she is being assigned an ethnic category for purposes of selective screening, it seems implausible that she can have given genuine informed consent to be screened. In common with other published research (Johnson et al. 2000), in situations where interpretation was required we saw greater use of informal interpreters (usually family members) than use of professional interpreters. 

Selectivity seems to be operating in a number of different ways. First, in some cases, midwives do not ask the ethnicity screening question at all because they do not perceive the client to be of ethnic minority ethnic status. Second, they may not ask because their client group is not the ‘type’ that is felt to require screening. Third, the midwives may make erroneous assumptions about which ethnic groups may potentially be affected by sickle cell or the thalassaemias. Fourth, midwives may make assumptions about ethnic categorisation on the basis of looking at skin colour or other physical features.  The over-focussing of attempted recruitment on minority ethnic groups, most marked in the low prevalence area, is significant for policy development. In England, low prevalence areas currently continue to employ selective rather than universal antenatal screening (NHS Sickle Cell and Thalassaemia Programme, 2006). During this research, the ethnic monitoring data collection for the low prevalence area used a restricted set of categories that did not disaggregate 'White'. The data collected using the ethnicity questions specifically designed for sickle cell screening are more discriminating screening questions (Dyson et al 2006) and identify more clients in minority ethnic groups (especially in White groups at risk of sickle cell/thalassaemia and clients assigning themselves to mixed groups) than conventional Census categories. This accounts for some of the over-representation of minority ethnic groups in the study, compared to the antenatal population recorded by the Trusts themselves using Census categories. However, even taking this into account, in the low prevalence area there is an 8-9% over-representation of minority ethnic clients in the ethnic profile of the population asked an ethnicity screening question compared to the overall antenatal population.. This suggests that, during research in a low prevalence area, this represents the quantifiable effect of midwives using their own intuition to select whom to ask an ethnicity screening question.

The relative well-being of mother and baby is something a midwife may legitimately claim to develop a 'feel' for. However, this approach is less useful when attempting to assess the relative risk of carrying genes associated with sickle cell/thalassaemia. The failure to recognise this leads to claims implicit in the actions of some midwives that they 'know' who needs screening or who 'needs' asking the ethnicity question, even within research constructed to test these very propositions..


'Race-thinking' and Lack of Cultural Competency 

Midwives are varied in their experience in thinking about ethnicity issues, and some hold lay notions of ethnicity at odds with social scientific concepts of ethnicity. Distinct biological 'races' do not exist, (Cavilli-Sforza  Menozzi & Piazza, 1996; Rose, Lewontin & Kamin, 1984) so continued usage of 'race' is ideological (Miles, 1982), and a product of the persistence of nineteenth-century scientific racism in popular discourse (Rose & Rose, 1986). However, some midwives rely on erroneous conceptions of distinct 'races', misunderstand the relationship between ethnic/family origins and risk, and inadvertently mislead the client.





Antenatal screening within the time pressured process of booking-in turns the encounter into a routinised closed-question exchange in which boxes are ticked. However, this means that both probing, and the client's agenda, which might reveal ethnicity information or other information identifying a woman's risk of carrying genes associated with sickle cell/thalassaemia, are minimised. The pressure of time suggests quality of informed consent and/or comprehensiveness of required follow-up action to screening by an ethnicity question may be compromised


Flexible Meaning of ‘Family’ and ‘Ethnic’

Without full family histories, taken by a trained person, people are able to define for themselves who counts as their family. The meaning of 'ethnic/family origins' for clients is not therefore coterminous with the strict meaning of family for clinical genetics purposes. The wish of clients to assert their ethnic identity, or define their family links in social rather than only biological terms, means that an ethnicity question draws on the wrong domain of experience for assessing haemoglobinopathy risk. The screening question should draw attention not to ethnicity but to genetic origins (which, contrary to previous guidelines (Department of Health, 2001), is not the same as the ideological construct 'race').

There are variations between mothers in their perceptions of ethnicity. Whilst some mothers were prompted by the EQUANS ethnicity questions to make a distinction between their ethnic identity and their genetic ancestry, others are not.  The meaning of 'ethnic/family origins' for clients is not therefore co-terminous with the strict meaning of genetic ancestry for purposes of assessing risk of sickle cell/thalassaemia. 

Knowledge of Sickle Cell/Thalassaemia






Martin (2005) has noted that any attempt to operationalize race/ethnicity for health research fails to meet the criteria of standardization and practical utility. Certainly, in our study, both mothers and health professionals use the term ‘ethnic/family’ origins in an uncritical commonsense manner. Thus, using an ethnicity question to identify those at risk of carrying genes associated with sickle cell/thalassaemia is problematic. Cases may be missed to the extent that midwives avoid protocols and are selective about whom to ask an ethnic/family origins screening question and/or whom to offer a laboratory screening test. Both the mothers and the midwives attach different meanings to 'ethnicity'. The mothers also attribute varied meanings to the concept of 'family', rendering a term such as 'family origins' used in screening vulnerable to differing interpretations. Other sources of screening errors are likely to derive from erroneous conceptions of distinct biological 'races' on the part of both service providers and clients, and because of the time pressures of antenatal bookings. Selective antenatal screening for sickle cell and thalassaemia requires time and willingness on the part of the midwife to ensure the client has understood the intended meanings of both ethnic/family origins and of sickle cell/thalassaemia. Midwives require extensive support to achieve this. As well as continuing professional education, providing more opportunities for communities of interest to discuss genetic screening, could be a way forward. The current pressurised state of midwifery practice is a very fragile platform upon which to base selective screening. 

Antenatal screening for sickle cell and thalassaemia, using an ethnicity screening question is one example of health care practice where information on ethnicity is used as a proxy for genetic data, being used to guide screening algorithms with respect to what laboratory screening and diagnostic tests, if any, to undertake. A screening question is vulnerable, however, because the terminologies of ethnicity and family are contested. 

First, the ethnicity information sought for haemoglobinopathy screening is not culture, custom, language nor even (necessarily) identification with a geographic territory, but that specific aspect of ethnicity we might characterise as genetic lineage. However, understandably, some clients will interpret their risk not in terms of genetic relations, but in terms of nationality, place of birth, where they come from, where they were brought up, their religion, language or other aspects of their ethnicity they choose to draw upon. Second, some midwives and some clients continue, erroneously, to think in terms of distinct biological ‘races’. And third, midwives, as the health professional effecting the screening question, are likely to implement policy in the selective and racializing manner described.  

Screening is a health services activity which, by definition, accepts a level of error in the processes concerned. The level of error can be reduced by the use of an ethnicity screening question orientated to the specific purpose of identifying those clients at greatest risk of carrying genes associated with sickle cell/thalassaemia (Dyson et al 2006). However, the formulation that might work for other health issues (asking about the issue involved directly rather than deriving inferences from an ethnicity question) seems difficult to implement in the case of antenatal screening for sickle cell/thalassaemia because the client may not have information about their genetic status or genetic lineage, and because they may struggle to comprehend such terminology. 
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Table 1: Source of Data, EQUANS Observational and Interview Study















Table 2: Location of Booking-In Interviews Between Mothers and Midwives

















A1	English, Scottish, Welsh, or Irish	28	21	6	8	63
A2	Other European					0
A3	Greek or Greek Cypriot	1			1	2
A4	Turkish or Turkish Cypriot					0
A5	Italian, Maltese, or other Mediterranean					0
A6	Any other 				1	1
MIXED	1		2	4	7












E3	Malaysian, Vietnamese, or Filipino 					0






* Responses self-assigned by mother using the ethnicity screening categories used in the Randomised Controlled Trial. Half the responses were recorded directly into the categories above (Ethnicity Screening Question A), and half were recorded using an open-ended format (Ethnicity Question B) and these self-assigned open-ended responses were coded to the category-base scheme of Ethnicity Question A by the lead researcher.













B4	Any Other Mixed Background					0













	TOTAL	32 (25)	32 (11)	29(12)	28 (11)	121 (61)

* Responses self-assigned by midwives using Census 2001 Categories
† Numbers refers to number of observations
‡ Numbers in round brackets refer to number of different midwives observed, as some midwives were observed more than once.


Table 5: Comparison of Ethnic Profiles of Whole Antenatal Population and Recruits to EQUANS Study, All Areas.

Very High Prevalence AreaParticipants only p=0.062	
	Antenatal Population	EQUANS Study
ETHNICITY	Low Risk	1285*	501
	All Others	2829 [68.8%]†	977 [66.1%]
	Total	4114	1478
Very High Prevalence AreaAll including declines p=0.118	
	Antenatal Population	EQUANS Study
ETHNICITY	Low Risk	1285*	501
	All Others	2829 [68.8%]†	1216 [70.8%]
	Total	4114	1717
High Prevalence AreaParticipants only p=0.603	
	Antenatal Population	EQUANS Study
ETHNICITY	Low Risk 	539*	26
	All Others 	2469 [82.2%]†	133 [83.6%]
	Total	3008	159
High Prevalence AreaAll including declines p=0.001	
	Antenatal Population	EQUANS Study
ETHNICITY	Low Risk 	539*	26
	All Others 	2469 [82.2%]†	213 [89.1%]
	Total	3008	239
Mixed Prevalence AreaParticipants only p=0.014	
	Antenatal Population	EQUANS Study
ETHNICITY	Low Risk	6,754* ‡	1419
	All Others	2,528 [27.2%]†	608 [30.0%]
	Total	9,282 	2027
Mixed Prevalence AreaAll including declines p<0.001	
	Antenatal Population	EQUANS Study
ETHNICITY	Low Risk	6,754* ‡	1420
	All Others	2,528 [27.2%]†	774 [35.3%]
	Total	9,282 	2194
Low Prevalence AreaParticipants only p<0.001	
	Antenatal Population	EQUANS Study
ETHNICITY	Low Risk	3034*	749
	All Others 	108 [3.4%]†	144 [16.1%]
	Total	3142	895
Low Prevalence AreaAll including declines p<0.001	
	Antenatal Population	EQUANS Study
ETHNICITY	Low Risk	3034*	749
	All Others 	108 [3.4%]† 	310 [29.2%]
	Total	3142	1061

* Includes White (British, Irish)
† Includes White (Other), Any Other Ethnic Background and all Missing Data 
‡ Includes 1262 from a unit where no ethnic data was recorded. The Census 2001 records the population of that the area served as 97.7%-98.8% White (English, Scottish, Welsh).


Table 6: Timing of Overall Booking-In Interviews Between Mothers and Midwives

	Range (minutes)	Mean (minutes)	Median (minutes)
Low Prevalence 	30-90	65.0	60
Mixed Prevalence 	40-90	63.3	60
High Prevalence 	14-62	39.4	42
Very High Prevalence	39-121	63.7	59
			
Overall	14-121	58.0	55
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